Purpose of the Study: The emotional reactions to the progression of Mild Cognitive Impairment and Alzheimer's disease (MCI/AD) oftentimes present as cognitive or behavioral changes, leading to misguided interventions by Formal Support (paid health care providers). Despite a rich body of literature identifying cognitive and behavioral staging of MCI/AD, the emotional changes that accompany these diagnoses have been largely ignored. The objective of this study was to develop a model of the emotional aspects of MCI/AD. Design and Methods: One hour, semistructured interviews, with 14 patient-Informal Support Partner dyads (N = 28) interviewed concurrently; patients were in various stages of MCI/AD. An interdisciplinary team employed a grounded theory coding process to detect emotional characteristics of the participants with MCI/AD. Results: Emotional reactions were categorized into depression/sadness, apathy, concern/fear, anger/frustration, and acceptance. The emotions did not present linearly along the course of the disease and were instead entwined within a set of complex (positive/negative) interactions including: relationship with the Informal Support Partner (i.e., teamwork vs infantilization), relationship with the Formal Support (i.e., patient vs disengaged), coping (i.e., adaptive vs nonadaptive), and perceived control (i.e., internal vs external locus-of-control). For example, a person with poor formal and informal support and external locus-of-control may become depressed, a condition that is known to negatively affect cognitive status. Implications: Understanding the emotional reactions of individuals diagnosed with MCI/AD will provide clinicians with information needed to develop treatments suited to current needs of the patient and provide Informal Support Partners insight into cognitive and physical changes associated with MCI/AD.
body of work focusing on the subjective, emotional aspects of the illness from the perspective of persons with the diagnosis (Cotrell & Schulz, 1993; Kitwood, 1997; Sabat, 2001 ). This approach argues that individuals diagnosed with MCI/ AD are the best source of information, yet the least consulted, regarding their experience of the illness. Understanding this subjective perspective is essential to develop accurate assessment strategies and effective interventions (Cotrell & Schulz, 1993) . As Cotrell and Schulz (1993) noted:
The person with dementia is often relegated to the status of object rather than legitimate contributor to the research process and much can be gained from a systematic study of patients' view regarding their illness and care (p. 205). Kitwood (1997) explored the psychological needs of people diagnosed with dementia and the relationship between feeling states and emotional expression. He noted that people with dementia move between emotional states depending on the triggers and support resources available to them and that "the journey [through Alzheimer's disease] is, to some extent, independent of the ordinary sense of the linear course of time," (p. 80). Sabat (2001) views seemingly aberrant behavior as not being a symptom of MCI/AD but it is better understood as appropriate and meaningful within the context of the individual's life history. First-person accounts also provide insight into the emotions experienced and the triggers of these emotional states, reinforcing the importance of engaging patients as active partners in the process of fully exploring the experience of MCI/AD (McGowin, 1993) .
Prior to the mid-1990s much of the work in the area of MCI/AD was driven by a medical model of the disease or the perspectives of formal and informal support (Keady, 1996) . Since that time, autobiographical depictions of the experience of MCI/AD (McGowin, 1993) and other work focusing on the subjective experience of MCI/AD (Kitwood, 1997; Sabat, 2001 ) have shown that qualitativefocused inquiry provides additional data that fill in the "gaps" of earlier formal support-and informal supportfocused research and illustrates the important reciprocal relationship between social and environmental influences and successful adaptation to a diagnosis of MCI/AD. Some of this developing work has explored specific emotional states such as anxiety, apathy, and depression but, to date, no coherent model of the emotional aspects of MCI/ AD exists. The goal of this study was to develop a model showing the impact of social influences on emotional states. This could contribute to the health care practitioners' ability to identify maladaptive coping as an emotional response that, in an effort to improve patients' quality of life, can be intervened upon through enhanced interactions with social systems rather than pharmacological interventions. Puentes (2009) conducted a mixed-method feasibility study to establish the acceptability and evaluate the efficacy of the Simple Reminiscence Intervention (SRI). The SRI is a home-delivered, nonpharmacological psychosocial intervention designed to reduce anxiety associated with a diagnosis of MCI/AD. Narrative feedback from some participants indicated that the intervention would have been useful earlier in the disease process as participants farther along the disease continuum reported that anxiety was no longer the predominant emotional state they experienced. Instead, they were experiencing a variety of other emotions such as anger, depression, and hopelessness. Feedback suggested that individuals diagnosed with MCI/AD may progress through discrete emotional stages as the disease progresses. Using this information our initial objective was to examine the temporal relationship between emotional state and stage of MCI/AD. As data collection and analysis progressed simultaneously, we began to identify that emotions were displayed in a nonlinear fashion and were highly influenced by several psychosocial factors. Consequently, the purpose of the study evolved to an examination of the process of interaction between social influences and affective states, and the development of a model of these processes.
Design and Methods
A grounded theory approach (Corbin & Strauss, 2015) provides the ideal method for understanding the actioninteraction process between emotions and sociocultural context in persons diagnosed with MCI/AD. Grounded theory is an inductive approach that leads to a greater understanding of social phenomena through the analysis of content, context, and process. It involves a simultaneous, multistep process for identifying phenomena and developing an intuitive understanding of the relationships between variables. The goal of this approach is the development of a theory grounded in the data. This study was approved by the Emory University Institutional Review Board. For anonymity, we use pseudonyms for each dyad.
Data Collection
Participants were recruited through the Emory University Alzheimer's Disease Research Center (ADRC) and the Emory Center for Health in Aging (CHA). The Emory University ADRC is one of 30 federally funded ADRCs in the United States and the only comprehensive dementia health care center in the state of Georgia. Recruitment letters (N = 268) were sent to members of the Emory University ADRC research volunteer database-a consortium of persons diagnosed with MCI/AD willing to be contacted to participate in research studies. Clinicians from the ADRC early memory loss support group also distributed flyers to potential participants during their weekly sessions. Interested persons were asked to call a study staff member. Our original objective was to develop a model of emotional changes related to the functional stage of MCI/ AD progression. As a result, we systematically targeted our recruitment effort to ensure variation in stage of disease and cognitive abilities. The patient's Functional Assessment Staging (FAST) of Alzheimer's Disease scale score was abstracted from their electronic medical records (Reisberg, 1988) . A short demographic questionnaire and the MiniMental State Examination (MMSE) (Folstein, Folstein, & McHugh, 1975) were also administered to the patient. As our analysis progressed, however, interrelated positive/ negative characteristics emerged that were unrelated to the stage of MCI/AD progression.
Adults with a diagnosis of MCI/AD and their Informal Support Partners were invited to participate in hour-long semistructured interviews designed to understand the emotional experience of living with MCI/AD. The Informal Support Partner was defined as a person such as a spouse or child who provides unpaid care. The role of the Informal Support Partner was to enrich interview information through a second perspective and to fill in gaps when necessary. The adult patient and their Informal Support Partner participated in the interviews simultaneously. Interviews were facilitated by a gerontological psychiatric clinical nurse specialist (GP-CNS) either at the participants' home or in a secure room at the Wesley Woods Health Center, depending on the participants' preference. Each interview began by the facilitator asking "Can you tell me about some of the feelings you have experienced since you first realized you were having problems with your memory?" As interviews proceeded, specific probes were inserted when appropriate (e.g., "Can you tell me about your health care providers?"). Interviews were digitally recorded and professionally transcribed.
Analysis
Research team members analyzed interview transcripts using a grounded theory approach to identify emotional categories/experiences and develop a model (Corbin & Strauss, 2015) . All authors participated in the three levels of grounded theory analysis: developing, discussing, and refining coding processes throughout data collection. Team members included a doctorally prepared GP-CNS with expertise in interviewing patient/Informal Support Partner dyads; a gerontologist holding a masters in developmental psychology; and a political scientist working in the field of public health and gerontology. Team diversity provided unique perspectives and approaches to identifying the emotional states of the study participants as well as the interpersonal domains, afforded triangulation, and enhanced the credibility of our results. Data management was facilitated through NVIVO 10 (QSR International Pty Ltd, London).
The research team performed open coding of all transcripts to extract general domains reflecting the context in which the patient is living and/or the patient/Informal Support Partner dyad are interacting on a daily basis and to detect cognitively impaired participants' emotional characteristics. Emotional experiences were categorized into depression/sadness, apathy, concern/fear, anger/frustration, and acceptance. During the open coding process salient contextual domains, which presented as a set of dualistic (positive/negative) categories, including relationship with the Informal Support Partner (i.e., teamwork vs infantilization), relationship with the Formal Support (i.e., engaged/ active patient vs disengaged), coping (i.e., adaptive vs maladaptive), and perceived control (i.e., internal vs external locus of control) were identified.
These contextual domains guided the next level of coding, axial coding, for each of the 14 interviews. We reviewed and compared responses of all coders to ensure strong interrater reliability. The coders agreed on the majority of the initial coding categories. Further discussion among coders led to agreement by all researchers regarding the final coding of the data. Subsequently, we identified the occurrence of contextual domains and these domains in relationship to the expression of the various emotional categories we had identified as broadly applicable within our study population. In this phase, we began to link the contextual domains (i.e., locus of control, interpersonal relationships with Formal and Informal Support Partners, coping mechanisms) with the emotional responses and categories (i.e., sadness, apathy, fear, anger, anxiety, acceptance) and were able to tease out specific overlap between the various domains, determine both the interconnectedness of the emotional and contextual categories and develop a potential explanatory framework to guide future interventions. For example, we discovered that participants whose contextual domains were positive (i.e., teamwork relationship with Informal Support Partner, an actively engaged Formal Support, with an adaptive coping style, and with the internal locus of control necessary to apply that adaptive coping style) were more likely to exhibit positive acceptance of their changing circumstances. These interconnected relationships are described in greater depth in the following sections. Additionally, the FAST scores abstracted from participants electronic medical records along with MMSE scores were mapped onto the interconnected relationships identified during axial coding.
The third level of coding, selective coding, was more focused, including not only "pre-morbid" psychological or physiological conditions (e.g., long-standing anxiety disorders; comorbid chronic diseases that affect quality of life, mood, or cognitive status; history of positive adaptation and successful coping strategies, and previous relationship status) but also additional, positive emotions (e.g., happiness) previously omitted from the emotional response categories. We looked for signs of what the patient's and/or Formal and Informal Support Partners underlying expectations of the disease and disease process might be or might have been before diagnosis. For example, we identified whether the relationship between the Informal Support Partner had changed after the diagnosis, thereby understanding whether the diagnosis contributed to the relationship changes or consistency over time. One participant, described in greater detail under the heading Independent of Informal Support Partner, had a previously egalitarian relationship with his wife/Informal Support Partner. This participant, however, described his relationship following his diagnosis as changing toward infantilization.
Several other strategies were employed to ensure credibility of analysis. We used theoretical notes and analytical memos to guide theory development and identify researcher bias throughout the process. Triangulation was achieved through the use of multiple data collection methods, sources of data, and researchers.
Findings/Results

Description of the Sample
A primary goal of this study was to gain an in-depth understanding of the wide range of emotional experiences for individuals diagnosed with AD. The final sample size was dependent on the emergence of categories within the sample as a whole until a model representing the experiences (i.e., core experiences, shared views, common relationship domains) of the participants surfaced. The greater the variation, the larger the required sample to produce a model of emotions that is adequate in both depth and scope. We found that 14 interview sessions (N = 28) were appropriate to develop a rich level of detail necessary for our explanatory model.
We identified demographic characteristics of the sample (gender, age, race, ethnicity, education, date of MCI/ AD diagnosis, MMSE scores, FAST scores, and care-giving situation; Table 1 ). MMSE scores were initially sought as a marker for disease status/trajectory and to map emotional responses to the hypothesized linear progress of the cognitive impairment of each patient. However, as our framework shifted away from temporal relationships between disease progression and emotional response, and toward the socio-adaptation framework described below, sampling was then based on presence or absence of informal support and the MMSE served primarily as a confirmation of the patient's cognitive status.
The interviewees (N = 14) mostly self-identified as white; one self-identified as Hispanic. All but one had completed at least a high school education, with the majority of participants having received an associate degree or higher. Median age was 71.8 years; 57% of the patient participants were female. All participants lived with a spouse, child, or friend who serves as an Informal Support Partner to the patient/participant. MMSE scores were available for 13 of the 14 patients, ranged from 14 to 29, and had a median score of 24.75. One participant was unable to complete the MMSE; in this case, the interview proceeded with the Informal Support Partner and relevant information regarding the patient/participant's mood and emotional state was gleaned from the qualitative information obtained through the Informal Support Partner interview.
Socio-Emotional Adaptation in AD
As AD progressed, patients and their Informal Support Partners were met with a shifting set of needs. These needs and the accompanying emotions were entwined within a set of complex (positive/negative) interactions, including the relationship with the Informal Support Partner (i.e., teamwork vs infantilization), relationship with Formal Support (i.e., patient vs disengaged), coping (i.e., adaptive vs nonadaptive), and perceived control (i.e., internal vs external locus of control). We entitle this constellation of emotions and contextual attributes the Socio-Emotional Adaptation Theory (Figure 1 ). Below, we provide case examples illustrating the emotional responses elicited by combinations of these four contextual domains.
Fully Adaptive
Three patient/Informal Support Partner dyads were deemed fully adaptive. These participants understood the limitations of their evolving condition and, with the support of their Formal and Informal Support Partner, were able to purposely adjust their activities to meet their current capabilities and needs. The psychosocial support and propensity to adapt appear to mitigate potential for developing depressive tendencies and afford patients within the fully adaptive domain the ability to remain in a healthy, positive emotional state (Figure 2 ). The Cezanne family represents these characteristics.
The Cezanne's live together in an independent living facility in a suburban neighborhood. Autonomous throughout their lives, Mrs. Cezanne was diagnosed with AD 5 years ago, when she was 65 years old. Following her diagnosis, Mrs. Cezanne took regular driving tests in order to proactively assess her abilities. She was very upset when she failed her driving test, throwing her pen across the room at the test administrator. Later, however, the couple decided to become a one-car family with Mr. Cezanne taking over responsibilities for driving. "That was a big one," Mr. Cezanne recalled. "I have driven her everywhere <since> and we have a close relationship because we spend time in the car and if I need to I just take a book or a magazine or a computer and I just do my thing while she is doing whatever she is doing, so it worked out remarkably well." Relinquishing some of her physical independence was difficult for her initially, but with support from her Formal and Informal Support Partners and the confidence that she could acclimate, Mrs. Cezanne was able to adapt to her changing abilities. Skiing was particularly difficult to give up, but Mrs. Cezanne remains physically active, always the first on the dance floor at her independent living home's weekly organized dances. She also embraced her painting, which changed stylistically as her disease progressed. As her husband, Mr. Cezanne, described, "She has gotten much more abstract and has been very successful at it, in my opinion." Now, instead of ski trips they join art retreats.
Mrs. Cezanne, with help from her husband, has actively aimed to engage others with the disease. She describes herself as "a born leader" and has organized and led AD support groups. "I facilitate that and…people really love it. They love to be able to talk about their disease and feel like somebody else knows what else is going on," she added. Her Formal Support has also encouraged her to talk to wider groups about her experience and to actively engage in research. "I set out to be the poster child," Mrs. Cezanne explained.
Partially Adaptive
We identified participants who were navigating their changing needs independent of their Formal Support, Informal Support Partner, or both. Although participants labeled "partially adaptive" were able to successfully adapt under the correct conditions, as shown in the narratives below, these individuals were also more likely to exhibit maladaptive emotional responses, such as anger/frustration, depression/sadness, or apathy.
Independent of Formal Support
Three patients designated as independent of their Formal Support had developed a strategy for adapting to their current needs, an internal locus of control that allowed them to act on that strategy, and a "teamwork" relationship with their Informal Support Partner that supported their coping; however, they had low amounts of support from their Formal Support. These participants had some level of acceptance but had a greater propensity for anger/ frustration and depression/sadness (Figure 3) . The Spears' are representative of families coded as independent of their Formal Support. Mrs. Spears had a family history of AD. Her brother's diagnosis came at age 71. However, he lacked the social support that Mrs. Spears had from her husband/Informal Support Partner and he declined quickly after being placed in a nursing home, dying around age 76. Mrs. Spears attributed this quick decline to a lack of adequate support from her brother's Formal and Informal Support Partners. Mrs. Spears, on the other hand, with help from her husband, has been able to adjust to her changing capabilities.
Mrs. Spears' husband cut back his work schedule to 3 days a week in order to spend additional time with her. Mr. Spears arranged for a health care companion service to visit her the other 2 days, but he felt the service was inadequate to meet her needs and as a result her disease progressed quickly, contributing to the couples anxiety and frustration. "Halloween night of 2010 I think it was she stopped walking. I took her to the top of the steps and she wouldn't go past the top step." Mrs. Spears was relegated to a wheelchair, and that is when Mr. Spears decided to move closer to their adult children. She had a brief stint in a nursing facility, but they soon found that the facility lacked the engagement that she needed. "So we flew her down and put her into…the women's hospital down here…she wasn't real happy there." Despite their unhappiness and frustration with the process, Mr. Spears adjusted again. "We took her out of there and brought her home here. I got a hospital bed and we had hospice come here and start taking her, taking care of her during the day and what not. Um, that lasted almost a year and then hospice decided that her condition was not getting worse, it was getting better." Recently, Mr. Spears stopped the health care companion service in the evening-and stays home with his wife full-time. Notwithstanding these Formal Support challenges, the couple have been able to successfully adapt to Mrs. Spears changing needs. Their children and grandchildren are regular visitors in the household, as well. "Our daughter comes over with her two children at least once a week for dinner and she <Mrs. Spears> enjoys seeing them."
Independent of Informal Support
Three of the patients lacked support from their Informal Support Partner. Compassionate support from Formal Support increased the likelihood of patients' embracing an internal locus of control and employing adaptive strategies for navigating their changing abilities and needs. However, negative interactions with their Informal Support Partner weighed heavily on these patients' emotional status and oftentimes elicited a negative emotional response such as depression, sadness, and apathy (Figure 4) . Mr. Smith and his wife are symbolic of this category. Married for 24 years, Mr. Smith is 11 years his wife's senior. His dementia was diagnosed 3 years ago and he has maintained most of his independence. "I still do my own clothing, I still do my own showering and stuff, cleanliness, and uh, I also take all my pills myself." Nevertheless, his relationship with his wife has shifted from egalitarian to infantilization. When Mr. Smith's doctor explained that his dementia was progressing "very, very slowly", his wife replied negatively. "My wife said, 'Oh god', that's what she said, 'My golly', she didn't say, 'Oh my god', 'my golly, you mean I have fifteen more years of this…?' It hurt." Mr. Smith identified that Alzheimer's patients can have difficulty adapting their longtime relationship to meet their shifting needs. "The (Informal Support Partner) caregiver wants to care for us too much and has got their thumb on us too much and […] they won't let us do what we believe we are still capable of doing it and that's a common thing."
Mr. Smith speaks of his Formal Support fondly, "If you are ever having a holiday party and you are looking for a comedian, hire him." Through this partnership, Mr. Smith has actively engaged in his treatment decisions. His Formal Support has also encouraged him to be an advocate, something he was originally apprehensive about. "Initially when they asked me, I wasn't telling anybody. I-I-I didn't want anybody to know." Now, however, Mr. Smith attaches great meaning to his advocacy role and regularly volunteers with local Alzheimer's groups. "I want to tell my story now because I'm really gung-ho on what I can do to help get people to go to their doctor."
Independent of Formal and Informal Support
Three patients exhibited independence from Formal as well as Informal Support Partner. The trend toward independence from both Formal and Informal Support Partners occurred simultaneously with stronger tendencies toward proactive or adaptive coping mechanisms than those of other participants in the study and largely coincided with an indication of the patients' possessing an internal locus of control. However, these patients generally expressed high degrees of depression, anxiety, and/or anger despite having engaged in coping mechanisms, such as hobbies or social activities, ostensibly to reverse or stave off decline in emotional/mental health ( Figure 5 ).
Mr. Bar exemplifies this partially adaptive patient category; he failed to mention any Formal Support and referred to his Informal Support Partner (wife) primarily in the context of ancillary stories, such as her pregnancy during law school, the story of their meeting, etc., and made no mention of her role in the management of his disease. At one point, Mr. Bar refers to his wife a bit more directly but does so in such a way that highlights his independence from her as an Informal Support Partner. For example, he displays reliance on his own internally derived mechanisms to cope with his memory loss. "She and I will get into a discussion and I'll say 'Yeah, I can't remember who that was, but I have notes on it, let me check my notes,' I will be able to get that, retrieve it, because I can't retrieve it from my memory."
Mr. Bar, who regarded his ability to recall details as a point of pride, felt that the loss of his memory over time was, "…like a sea coming in and when the tide went out, part of that knowledge I had went with it and uh, it alarmed and concerned me." He expressed feelings of anxiety, anger, and depression resulting from his progressive memory loss throughout the interview. Though depression and anxiety were pre-morbid to the diagnosis of cognitive impairment, Mr. Bar perseverated over his memory loss and the anger, depression, and anxiety specifically thereto as he discussed his emotions with the interviewer. At several points throughout the interview Mr. Bar spoke of his once impeccable memory and his ability to retain "the minutiae" during law school and his subsequent career as a lawyer.
Mr. Bar would also often shift the conversation back to the mechanisms by which he is able to accept the state of his brain health and continue to function independently. He reviews the activities and hobbies he has maintained or started anew since the diagnosis of cognitive impairment and therein reveals a notable ability to adapt his hobbies and lifestyle to the changing and progressive nature of his cognitive impairment. Over the years since his diagnosis and more profound sense of memory loss, Mr. Bar has engaged in multifarious activities that are best suited to his mood and cognition at any given time, from writing poetry, to maintaining a blog, to watching and enjoying sports on television. As one activity becomes too onerous or simply not possible, he adjusts and takes up a new hobby or focus better suited to his present state.
Positive Formal and Informal Support
One patient experienced positive, supportive relationships with both Formal and Informal Support Partners yet simultaneously exhibited negative emotional responses. However, in this category, the patient demonstrated maladaptive tendencies along with an external locus of control, which appeared to tie directly to feelings of helplessness, sadness, and concern regarding her cognitive decline. Mrs. Panam, a widow living with her adult daughter in a suburban home, Immediately, Mrs. Panam appeared to be poised and spoke easily with her daughter; their communication was consistently respectful. Mrs. Panam's daughter often offered supplementary information to fill in gaps of stories, dates, etc., and did so in a way that was complementary and supportive of, rather than infantilizing or condescending toward, her mother. She was adept at rephrasing questions or statements so that, even if Mrs. Panam still could not conjure the particular memory or answer, they were at the very least easier for Mrs. Panam to comprehend.
The pair attend medical visits together and never experienced of communication problems with their Formal Support (e.g., doctors or nurses). When prompted by the interviewer as to whether they kept notes or pre-written questions to bring to medical appointments, Mrs. Panam's daughter indicated that they had not done that as of yet, but she seemed enthusiastic to start that practice in order to better coordinate care for her mother. According to both Mrs. Panam and her daughter, the former had always been a strong, independent person. The two women appeared at ease in each other's company, joking lightly about how a "fiery temper" runs in the family, though Mrs. Panam had "mellowed with age." When asked how she felt when she first started to have memory problems, Mrs. Panam responded, "I think I was prepared". However, these early indications of Mrs. Panam feeling "prepared" or possibly accepting of the disease are quickly washed away as the interviewer delved more deeply into Mrs. Panam's daily activities and current self-management of her cognitive decline. Once the conversation moved away from past-tense topics, such as her former career or the very early stages of her disease, the tone of conversation took a rapid downturn, and the inability of Mrs. Panam to adapt to her disease progression became readily apparent. Building off the conversation about Mrs. Panam's independence and recently mellowed temper, the interviewer inquired as to whether she ever goes out on her own anymore, and if so, does she ever find herself feeling lost. Her answer is straightforward: "No, because I never go out." This comment trigged a broader discussion on various potential coping mechanisms-writing notes to aid memory, keeping calendars, maintaining social relationships-yet each is met with a negative response. Mrs. Panam's daughter keeps a shared calendar for them to use together, but the calendar is perceived by Mrs. Panam as inaccessible because it is kept downstairs, proclaiming that the downstairs of the house is, "not my area." Although Mrs. Panam does not have any major physical ailments that would preclude her from leaving the top floor of the home, she refuses to go downstairs unless absolutely necessary, despite having a chair lift that she confirmed she can fully operate on her own.
Mrs. Panam's feelings of helplessness are palpable as the interviewer steered the discussion to her current emotional state and feelings concerning her worsening memory loss. Mrs. Panam states bluntly that she does not feel anger over her decline, but clarifies the reasoning for her lack of anger: "there is nothing I can do," "[it's] no use," "What am I going to do? Nobody can do anything." These statements were her successive responses to gentle prodding from interviewer and daughter and were followed by the daughter's summation, "She feels helpless."
Dependent on Informal Support Partner
A fifth category is represented by a situation in which a patient labeled as fully dependent on the Informal Support Partner. One patient fit into this category, which was characterized by a Informal Support Partner who infantilized them, low support from their Formal Support, an external locus of control, and the inability to adapt (Figure 7 ). These patients were at highest risk for negative emotional comorbidities and expressed significant anxiety, fear, concern, depression, and/or sadness. The Jones' are typical of these characteristics. Mrs. Jones was diagnosed with MCI in early 2010. Although her diagnosis has not caused difficulty with her everyday life, her Informal Support Partner has proactively eliminated activities such as driving, riding in a boat, and kayaking in anticipation of potential problems in the future. When asked if she ever felt unsafe about doing those activities she replied, "No, I think I stopped before I got too nervous or something." Mr. Jones elaborated that Mrs. Jones had broken her knee after slipping on a rock a few years ago. "So those are the kind of, kind of what I see in where I am being a little maybe over-protection [sic] or maybe not just trying to make sure nothing else happens." This over-protection extended to other areas. For instance, Mr. Jones discontinued allowing Mrs. Jones to collect sea shells from the beach, an activity that she enjoys. This inability to participate in a onceloved hobby and inability to adapt activities due to the overprotecting Informal Support Partner appeared to have contributed greatly to Mrs. Jones's depression and seem to feed into underlying fears and concerns over her cognitive status (i.e., the feeling that any physical activity is no longer safe for her).
Although Mrs. Jones' emotional needs are not met by her Informal Support Partner, her physical needs are met. Mr. Jones prepares lists of questions for Mrs. Jones' doctors. "I usually just out of habit weeks before start writing down…and I'll have a whole page and they will just sit next to me and look at the list and we'll go down the list and answer all the questions." He is also well versed in the medications that Mrs. Jones takes and specifically what they are meant to treat.
Discussion
This article represents an initial effort to develop a model of the emotional aspects of MCI/AD that we termed the Socio-Emotional Adaptation Theory. We identified that emotions are experienced in a dynamic, as opposed to linear, process. In addition, a confluence of four contextual domains presented a complex environment in which moods or emotional states manifested independent of the disease process. These contextual domains manifest either positively or negatively, eliciting different emotional responses dependent upon the combination of positive and negative context domains.
Identifying the emotional experiences and contextual domains contributing to these emotions facilitates understanding emotions at their root cause. This is paramount for persons who have difficulty explaining their emotional needs, such as those in later stages of AD. Difficulty with communication may result in physical or cognitive maladaptation such as spontaneous unexplained aggression (Dupuis, Wiersma, & Loiselle, 2012; Lyketsos et al., 2000) . For example, a patient with AD who is lethargic and depressed is traditionally treated with medication. This patient, a lifelong reader, is experiencing difficulty linking sentences and paragraphs together into a cohesive story, having difficulty enjoying a book and consequently experiences a sense of loss of internal locus of control and the general loss of a pleasurable pre-disease activity for relaxation and enjoyment (i.e., coping mechanism). Formal Support that targets this root cause of the patient's depression could help the patient adapt to his/her current abilities, for example, by using audio tapes, alleviating the emotional distress and avoiding potentially unnecessary pharmacological intervention to improve mental health.
The majority of research addressing the needs of persons with AD fails to acknowledge the patient, instead focusing on the Informal Support Partner (IngersollDayton et al., 2013) . A small but increasing amount of research that includes both the Informal Support Partner and the patient with MCI/AD has been bolstered by previous research indentifying that these patients are able to substantially contribute to qualitative interviews (Downs, 2005; Harden, Northouse, & Mood, 2006; Morgan, Ataie, Carder, & Hoffman, 2013; Phinney, Wallhagen, & Sands, 2002) . Our results highlight the importance of taking the patient's perspective into account when developing treatment models. A deeper, more precise understanding of patients' relationships with Formal and Informal Support Partner, their feelings of whether their locus of control is internal or external, and their choices and/or ability to engage in adaptive versus maladaptive coping mechanisms can positively influence their emotional state and mental well-being, in particular through informing targeted, nonpharmacological therapeutic interventions or environmental/contextual adjustments.
As patients navigate their illness they become increasingly dependent upon Informal Support Partner, such as a spouse, to meet their evolving needs. This dramatic shift in responsibilities can leave a Informal Support Partner "torn between protecting the person with dementia and promoting his or her independence" (Matchwick, Domone, Leroi, & Simpson, 2014) . The challenge of dealing with these changing needs presents increased levels of burden on the Informal Support Partner (Ascher et al., 2010) . Our analysis elucidated individuals who were able to balance Figure 7 . Dependent on Informal Support; infantilization from informal support, disengaged relationship with formal support, nonadaptive coping, and external locus of control-these participants had no acceptance; highest risk for all negative comorbidities. The grayed out sections indicate areas of the model that do not apply to this interaction. the patient's shifting needs through a joint partnership or, alternately, negatively adjusting to their role through infantilization. Patients who experienced infantilization were more likely to express anger, frustration, and sadness, problems that were only mitigated if the person with MCI/AD had a supportive Formal Support, strategies for adapting to their changing circumstances, and an internal locus of control in order to implement those adaptation strategies.
Interviewing the patient and Informal Support Partner concurrently has been successfully employed in multiple settings (Downs, 2005 , Harden et al., 2006 Morgan et al., 2013; Phinney et al., 2002) . This form of interactive interviewing is similar to focus groups as it provides unique opportunities to complete information-rich interviews. This method was successfully employed in the current study for identifying emotional experiences of persons with AD. With the presence of a professional interviewer, detailed information about the experiences of both the patient and Informal Support Partner could be documented, as well as some information that may not have been discussed within the dyads previously. One patient, Mrs. House, described the next door neighbor, Olivia, who was diagnosed with Huntington's disease. Olivia's husband and a family friend who took care of her, soon became romantically involved. Mrs. House explained that she was worried that her own Informal Support Partner (husband) would do something similar as she slipped deeper into cognitive decline. Mrs. House had not discussed this fear with her husband before the interview, and her husband's reaction to this concern, both his surprise and attempts to justify their neighbor's actions, provided rich information that would not have been captured without performing the interview together.
Although the results of our grounded theory-based coding quickly reached saturation, giving credence to the strength and robustness of these findings, our sample was racially homogenous. Likewise, although we had a wide range of MMSE scores-the median score corresponds with mild to moderate cognitive impairment. Future research on this topic should seek to recruit a racially and cognitively diverse group of participants to discern the influence of cultural differences on emotional outcomes. In addition, the Socio-Emotional Adaptation Theory should be confirmed using validated instruments related to the four contextual domains of self-efficacy, adaptation, Informal Support Partner burden, and relationship with the Formal Support. A short battery of questions could potentially be used in a clinical setting to tease apart modifiable risk factors for emotional triggers.
The Socio-Emotional Adaptation Theory represents an initial effort to develop a cohesive model of the emotional changes experienced by persons with MCI/AD. It has implications for improving patient care by identifying barriers to successful adaptation to the disease. Understanding the circumstances that influence the emotions of persons with MCI/AD, and thus their ability to adapt to their illness, is critical in developing comprehensive solutions for care. Formal Support should encourage Informal Support Partner to facilitate mindful adjustments to maintain quality of life for the patient.
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